Family functioning during the diagnosis process in families with children on the autism spectrum, by Munteanu, Cornelia & Dillenburger, Karola
Family functioning during the diagnosis process in families with
children on the autism spectrum,
Munteanu, C., & Dillenburger, K. (2009). Family functioning during the diagnosis process in families with children
on the autism spectrum, Systemic Therapy, 3, 39-55.
Published in:
Systemic Therapy
Queen's University Belfast - Research Portal:
Link to publication record in Queen's University Belfast Research Portal
General rights
Copyright for the publications made accessible via the Queen's University Belfast Research Portal is retained by the author(s) and / or other
copyright owners and it is a condition of accessing these publications that users recognise and abide by the legal requirements associated
with these rights.
Take down policy
The Research Portal is Queen's institutional repository that provides access to Queen's research output. Every effort has been made to
ensure that content in the Research Portal does not infringe any person's rights, or applicable UK laws. If you discover content in the
Research Portal that you believe breaches copyright or violates any law, please contact openaccess@qub.ac.uk.
Download date:15. Feb. 2017
  
 
 
Munteanu, C. & Dillenburger, K. (2009). Family functioning during the diagnosis process in families with 
children on the autism spectrum, Systemic Therapy, 3, 39-55. Translated into Romanian: 
Functionarea familei de-a lungul procesului de diagnostic în familiie cu copii din spectrul autist. 
Terapia Sistemica, 3, 153-169. 
 
Family functioning during the diagnosis process in families with children on the 
autism spectrum 
 
 
 
Cornelia Munteanu1 
& 
Karola Dillenburger 
                                                
1 This paper is based on research conducted by the first author in part-fulfillment of a 
post-graduate research degree supervised by the second author. Reprint requests 
should be addressed to Cornelia Munteanu, School of Education, Queen’s University 
of Belfast, 69 University Street, Belfast, BT7 1HL, Northern Ireland, 
cmunteanu01@qub.ac.uk 
Family functioning during the diagnosis process in families with children on the 
autism spectrum 
 
 
Abstract 
While the causes of autism spectrum disorder (ASD) still are not fully understood, 
increasingly research focuses on interventions and treatment of children diagnosed 
with ASD. Considerably less attention is paid to family systems, family functioning, 
and family needs. This paper takes a family system perspective exploring how 
families with children on the autism spectrum function during the particularly 
stressful period of the diagnosis process and thereafter. Recommendations made in 
this paper include the need for empirical studies that address in detail family systems, 
family needs, the assessment and diagnostic process, service provision, social support 
networks, and additional stressful life events. Furthermore, the development of a 
family functioning assessment tools is called for in order to promote child-family-
centred assessment and intervention. Details of an ongoing comparative study are 
outlined that will make a contribution to family studies and autism research field with 
a specific focus on the diagnosis  
 
KEYWORDS: autism spectrum disorder, children, diagnosis process, family 
functioning, family systems  
Diagnosis and prevalence 
The term of “autism” comes from the Greek word autos (αὐτός, meaning self) and 
was used first by the Austrian psychiatrist Leo Kanner (1943). He used the term of 
“early infantile autism” for 11 children whose condition was characterised by social 
deficits, deviant quality of communication, and restricted and repetitive interests and 
behaviours (Rutter et al, 1994; ICD-10, 1998; DSM-IV, 1994). However, it was only 
in 1971 that the term autism was distinguished from schizophrenia (Kolvin, 1971). 
Researchers who have made significant contributions to the field since include 
amongst others Asperger (1944), Rutter (1984), Bailey (1999), Frith (1968), Schopler 
(1986), Wing (1997), Howlin and Mesibov (1989), Gilliam (1995), Baron-Cohen 
(1992), Lord (1997), Leekam (2002), Siegel (2001), Stone (2000), Sparow (1984). 
Lordi and Silverberg (1964) found that “the syndrome of autism in young children is 
being reported with increasing frequency, but whether this is due to a growing 
incidence or to increased awareness of the phenomena is as yet not clear” (p…. )  
 
Today, the term Autism Spectrum Disorder (ASD) is used to illustrate the pervasive 
and varied features of these developmental disorders. ASD is described in the 
Diagnostic and Statistical Manual of Mental Disorders-4th Edition (DSM-IV, 1994) 
and the International Classification of Diseases-10th Revision (ICD-10, 1998) as 
characterised by abnormalities in social interactions, communication and stereotyped 
interests and activities. However, there are some differences in the categorisation 
between the two manuals. While the DSM-IV (1994) definition of ASD includes 
Childhood disintegrative disorder; Rett’s disorder; Autistic disorder; Pervasive 
developmental disorder-Not otherwise specified; and Asperger disorder, the ICD-10 
(1998) classification includes Pervasive developmental disorders; Childhood autism; 
Atypical autism; Rett’s syndrome; Other childhood disintegrative disorder; 
Overactive disorder associated with mental retardation and stereotyped movements; 
Asperger’s syndrome; Other pervasive developmental disorders; Pervasive 
developmental disorder, unspecified. 
 
The number of children diagnosed with one of the ASDs is increasing each year and 
epidemiological studies across time suggest that rates have risen dramatically from 
the original estimate 40 years ago of 4 per 10,000 (LeCourter, 2007) to somewhere 
the region of 30 to 60 cases per 10,000 (Rutter, 2004). Some studies report even 
Karola  Dillenburger   14/4/09 10:54
Karola  Dillenburger   14/4/09 10:55
Comment: It would be better to state what 
contributions each of them has made 
Comment: Need page number 
higher rates of 100-116 cases per 10,000 children diagnosed with ASDs (Baird et al, 
2006; NAS, 2006) that indicate a possible epidemic of autism (Fombonne, 2004). 
 
Impact on families 
The impact upon families of having a child with an ASD has been explored in general 
(Wing, 1997) and there is a growing body of literature to suggest that chronic illness 
and disability negatively impact on family functioning (Williams & Bond, 2002). A 
number of studies have investigated family reactions during the diagnosis process 
(Nissenbaum et al., 2002; Howlin et al., 1999; Twyman et al., 2009; Osborne et al., 
2008; Midence & O’Neill, 1999; Stuart & McGrew, 2008; Watchtel & Carter, 2008; 
Mansell & Morris, 2004). Oftentimes, professionals working with parents during the 
diagnosis process do not take full account of family structure, family members’ roles, 
support network, subsystems, and extended family. At times, siblings and 
grandparents are not included in the assessment and treatment of their sister/brother/ 
grandchild diagnosed with ASD and their unique needs are oftentimes not sufficiently 
considered. There is evidence that the level of stress in families with children 
diagnosed with ASDs is higher that in families with children diagnosed with other 
disabilities or families without disabled children (Honey, Hastings, & McConachie, 
2005; Duarte et all., 2005; Sivberg, 2002; Konstantareas, 1991; Dunn et al., 2001; 
Weiss, 2002).  
 
Differences in levels of stress during diagnosis seem to depend on parental gender, 
severity of autism, and levels of social/familial support. In general, family reactions to 
diagnosis include shock, denial, blame, shame, and anger (Baba et al, 2004) however, 
the depth of these reactions seem to be related to the severity of autism. It seems that 
mothers of children diagnosed with ASD experiencing most stress during the 
diagnosis process, although the level of stress is lower if mothers receive support 
from partners and relatives. Support from professionals who offer support that can 
help families to cope with stress (Kazak & Marvin, 1984). 
 
Family systems and communication 
Most professionals, including family therapists, would agree that the family has the 
potential to offer the best support for its members. For example, Minuchin (1974) 
suggested that the family is the most efficient and effective way of helping, 
supporting, and influencing individual family members. Relationships within families 
are described as a ”system”, where each member is affected by the experiences of 
others in the system through mutual interactions between family members. When a 
family system is compromised or jeopardized distortions or modifications occur, thus 
clear and flexible roles are important for healthy family functioning. A well 
functioning family depends on good extra-familial support and intra-familial support 
and the same is true for families with children diagnosed with ASD.  
 
Figure 1 shows a diagrammatical outline of support factors that are important in the 
assessment of family functioning. Intra-familial support includes communication, 
interaction, cohesion, and adaptability between mother, father, child, siblings, 
grandparents, and other relatives. Extra-familial support includes professionals, 
political/legislative system, school, effective intervention, i.e., ABA, research/ 
training/information, friends, church, leisure, e-mail group, support group, 
neighbours, financial support, counselling/therapy. While there are of course 
individual differences in family and support network structures (e.g., single parent 
families), if a substantial number of these supports are not present or functioning well, 
families are likely to experience difficulties (Minuchin & Fishman, 1981). A picture 
emerges of support necessary for families to function well (Rodrigue et al., 1990).  
 
Family communication is an important factor related to family functioning. 
Communication with children, communication between members of family, 
communication with other parents or professionals are ways to achieve a well 
functioning family. The nature of family communication can either be positive, 
cooperative, and collaborative thus offering a resource for the coping mechanisms and 
problem solving within families or negative and non-cooperative and thus creating a 
source of stress, conflict, and family dysfunction. Of course, during challenging 
times, such as when families are adjusting and may experience additional internal and 
external difficulties due to the fact that their child is diagnosed with a disability, good 
and constructive patterns of communication are particularly important (Olsen et al., 
1999). 
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Figure 1: A model of family functioning  
 
Systems theory  
Most family therapists consider families as systems with mutually interdependent 
subsystems (Cox & Paley, 2003; Nichols & Schwartz, 2006). According to general 
system theory (Bertallanfy, 1968; Cox & Paley, 2003) family systems are 
characterized by (a) wholeness and order, i.e., the whole is greater than the sum of its 
parts and has properties that cannot be understood simply from the combined 
characteristics of each part, (b) hierarchical structure, i.e., a family is composed of 
subsystems that are systems in and of themselves, and (c) adaptive self-organization, 
i.e., a family, as an open, living system that can adapt to change or challenges. 
  
Higgins et al.’s (2005) study provided an overview of the negative effects of having a 
child diagnosed with ASD on family functioning. They concluded that families who 
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are not engaged in joint activities with both the child diagnosed with ASD and other 
siblings tend to score low on measure of family functioning, family connectedness, or 
responsiveness to family members’ needs. Their study provided a view of the 
potential for negative effects of having a child diagnosed with ASD on family 
functioning. 
 
Prior to the 1960s, child psychiatrists did not routinely include family members in 
child psychotherapy. In fact, it was Lordi and Silberberg (1964) who started to work 
with parents of children diagnosed with ASD in group therapy and emphasized the 
important of involving parents in the diagnosis and treatment of their children. Today 
is well recognized that the family plays an important factor in the diagnosis and 
treatment process (Keenan et al., 2007). 
 
Using a system approach to the assessment of the relationship between child’s 
diagnosis and family functioning, professionals may be able to identify families who 
are at risk and may also be able to evaluate the family’s adjustment process. Head and 
Abbedutov (2007) suggested that a family system approach could be utilized to 
examine how culturally diverse families respond and therefore could be useful as a 
basis for assessment that can be integrated into the larger service delivery system. 
 
 
Diagnosis process 
Traditionally, the assessment process in most countries was child focused, even 
though today professionals aim to consider the needs of parents and other family 
members. Assessment instruments differ internationally, although increasingly 
standardized assessment instruments are being used, such as The Autism Diagnostic 
Observations Scale-Generic (ADOS-G; Lord et al., 2000), The Autism Diagnostic 
Interview–Revised (ADI-R) (Lord et al., 1997), The Gillian Autism Rating Scale 
(Gilliam, 1995), The Diagnostic Interview for Social and Communication Disorders 
(DISCO; Leekam et al., 2002), The Childhood Autism Rating Scale CARS (Schopler, 
Reichler & Renner, 1988), The Pervasive Developmental Screening Test-Stage 3, 
(Siegel, 2004),  The Screening Tool for Autism in Two-Year Olds (Stone et al. 2000), 
The Psychoeducational Profile Revised (PEP-R) (Schopler et al., 1990), The Vineland 
Adaptive Behavior Scales (VABS) (Sparrow, Balla, & Cicchetti, 1984), The 
Checklist for Autism in Toddlers (Baron-Cohen et al., 1996), and The Autism 
Screening Questionnaire (Berument, et al., 1999). By using these kinds of assessment 
tools, detailed information from parents, grandparents, siblings, teachers, classmates, 
other professionals are used from different contexts, such as school, home, or 
playground. 
 
According with Mansell and Morris (2004) the process of diagnosis involves at least 
four stages during which families experience a range of emotions: pre-diagnosis, 
diagnosis, post-diagnosis, and a final stage of acceptance and adaptation. In the pre-
diagnosis stage the family commonly goes through a “suspicion” phase, where they 
suspect that something is not the same with this child when compared to other 
typically developing children. Usually, they start searching for information (e.g., 
books, internet, friends). This can go on months or even years and parents and other 
relatives may disagree about whether or not there is something to worry about. 
Oftentimes, during this phase, parents are told that their child is simply a “late 
developer” and “will grow out of it” (Byrne & Byrne, 2005). When parents finally 
decide to seek help they usually consult their general practitioner in the first place. At 
this point, they may be told again not to worry and that their child is just slow in 
developing, or they may be referred for a full assessment and diagnosis.  
 
The diagnosis stage includes a range of different professionals, including medical 
professionals, child psychiatrists, neurologists, psychologists, social workers, speech 
and language pathologists, occupational therapists, and others. Diagnosis may involve 
physical examination, neurological examination, a hearing test, learning disorders 
testing, psychological and neuropsychological testing, and extensive parent 
interviews. Agreement between the team is usually necessary before a diagnosis is 
made. This means that commonly, parents have to take their child to a number of 
different hospitals or assessment centres, although there are efforts to centralise 
diagnosis through designated assessment centres. 
 
Reid (1999) from The Tavistock Clinic, London, identified fourteen phases in the 
process of assessment; Phase 1: referral, Phase 2: observation, Phase 3: sharing 
observations and learning child’s history, Phase 4: contact with other professionals, 
Phase 5: containment of possible family trauma, Phase 6: consultation, Phase 7: diary, 
Phase 8: family history, Phase 9a: assessment of child, Phase 9b: assessment of 
parents’ need, Phase 9c: assessment of siblings’ needs, Phase 10: review of impact of 
assessment process on child and family, Phase 11: feedback, Phase 12: network 
communication, Phase 13: treatment plan for whoever in family is in need, Phase 14: 
ongoing assessment.  
 
Yet, despite the fact that ASD can be diagnosed from around 2 years of age (Charman 
& Baird, 2002) and major progress has been made in the identification of ASD in 
children under the age of 2 years (Baron-Cohen et al., 1996), many families have to 
wait for months or even years in order to obtain a final diagnosis. For example, in 
Ireland the diagnostic process takes on average 16 months to complete (Keenan, et al, 
2007). In some other countries such as Romania, timescales for diagnosis are not 
known.  
 
Diagnosis is a decisive moment for parents and children in terms of early intervention 
services for children and level of acceptance and adaptation for parents and the entire 
family. Clearly, families are vulnerable during this process and may experience 
difficulties in adjusting. Families who are not well supported may risk higher levels of 
dysfunction in subsequent years (Minuchin, 1981).  
 
Finally, in the post-diagnosis stage, family members, including the extended family, 
experience many changes mainly concentrating on the search for suitable 
interventions. Ideally, families are referred to appropriate services, aimed at the child 
but also at supporting the family. Unfortunately, however, families still are not always 
fully included in the diagnosis process, especially post-diagnosis when the family 
should be viewed as a real resource and should be engaged as co-therapists 
(Munteanu, 2009).  
 
Support and guidance during and after the diagnosis process is often missing. In 
Ireland, Keenan et al. (2007) found that 99% of the parents and professionals agreed 
that better support for parents is needed after diagnosis. Osborne and Reed (2008) 
granted that parents need more support and better communication with professionals 
during the diagnosis process.  
 
Eventually, parents may find a level of acceptance and adaptation where they learn to 
live with the reality having a child with autism, they accept the diagnosis, but usually 
continue the searching for effective treatments and interventions until they are 
satisfied that they have got the best available service for their child (Byrne & Byrne, 
2005).  
 
Family needs and parenting 
Family needs should be taken into account both in assessment and in intervention 
planning. In most countries, there is a lack of adequate and evidence-based services 
and families have to wait months or years before their child received effective 
intervention (Keenan et al, 2007). The knock-on effect for families of experiencing 
difficulties in obtaining a diagnosis and the delaying in intervention is confusion, 
isolation, frustration, conflict, and blame and high levels of family stress can impact 
negatively on the ability of parent to engage with their child diagnosed with ASD 
(Konstantareas & Homatidis, 1992). Wachtel and Carter (2008) highlighted 
particularly the role of mothers during the diagnosis stage and mothers’ perceptions 
about diagnosis and intervention and suggested that “parents of children on the autism 
spectrum face a unique set of challenges that, not surprisingly, impact on their 
psychological adjustment” (p…..).  
 
These stress factors can produce a range of problems for parents and cause disruption 
in family life (Dunn et al., 2001). Learning that a child has a developmental disability 
is a stressful and difficult process (O’Brien, 2007) and parents of children with 
disabilities experience more depressive symptoms (Noh, Dumas, Wolf, & Fisman, 
1989) and higher levels of stress than parents of typically developing children (Kazak 
& Marvin, 1984; Rodrigue et al, 1990; Dunn et al., 2001, Sivberg, 2002). In addition, 
parents may experience anxiety, fear, and guilt (Gray, 1994). 
 
Siller and Sigman (2002) were the first to examine the relationship between parenting 
style and the development of children diagnosed with ASD. They found a link 
between parental interaction with the child/ren’s communication skills. Others 
demonstrated that parenting behaviors directly impact on child behavior problems in 
children diagnosed with ASD. “Helping parents to manage their parenting style and 
parenting behaviors, as well as their parenting stress, may enhance their management 
Karola  Dillenburger   17/4/09 10:07
Comment: You must always put 
pagenumber when using direct quotes 
of their child’s behavior problems. The parents should be included in any intervention 
program or treatment designed to address the difficulties experienced by children with 
ASC” (Osborne et al., 2008, p..). 
 
Sometimes parents are not satisfied and have doubt about the initial diagnosis and 
seek a second opinion (Howlin, 1999; Osborne & Reed, 2008; Midence & O’Neill, 
1999; Mansell & Morris, 2004). This can lead to negative feelings and lack of trust of 
the professionals concerned (Brogan & Knussen, 2003). In any case, until diagnosis is 
complete and the child has been correctly diagnosed, parents are going through a very 
stressful period. In fact, Hutton and Caron (2005) suggested that the family as a 
whole, including parents, siblings, grandparents, is greatly affected by the diagnosis. 
Therefore, helping parents, siblings, and grandparents, understand what it means to be 
diagnosed with ASD and what the implications are could be the best support. This 
way, parents have the opportunities to discuss worries about their child and assess 
services.  
 
Sivberg (2002) emphasized the importance to help parents develop and use adequate 
coping behaviors, so as reduce the strain on the family system and to enable them to 
meet both their own needs and those of their children. Supports for parents, siblings, 
grandparents can include training programs, e-mail groups, family therapy, 
counselling, and support groups. Above all, effective intervention based on scientific 
principles (i.e., Applied Behavior Analysis; ABA) is viewed as the most important 
factors in promoting good family functioning, alleviating stress, and plays an 
important role in family capacity to facilitate the child’s development and their ability 
to function as a family (Keenan et al., 2007)  
Further research  
Functioning of families with children diagnosed with ASD depends on intra-familial 
as well as extra-familial support systems. In order to understand family function fully, 
these support systems need to be analysed structurally and functionally including 
assessment of family needs, sibling sub-systems, family support. Families generally 
experienced high levels of stress during the diagnosis process (Stuart & McGrew, 
2008) across three domains, the individual caregiver, the marital relationship, and the 
family as a whole. It has become clear that parents, children, siblings, and 
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grandparents need support particularly during the diagnosis process. This support 
should be tailored to family needs, family functioning, and services available.  
 
To-date however, there is a lack of empirical data regarding to family functioning in 
general and in particular with regard to different cultural, ethnic, socio-economic 
backgrounds and family configurations. Such information would be useful to 
understand family needs and to help these families during the diagnosis process 
(Nissenbaum et al., 2002) especially since the experience of families during the 
diagnosis process is different for each member of the family, including the child/ren 
diagnosed with autism, siblings, parents, grandparents, and other relatives. Few 
studies have examined family functioning and family needs during the diagnosis 
process, influences of assessment process, service provision, social support networks, 
and other stressful life events on family functioning during the diagnosis process. 
 
A currently ongoing investigation explores these issues in a comparative study of 
Irish and Romanian families. It is thought that in Ireland an estimated one in 166 
people is or could be diagnosed with an ASD although international evidence 
suggests that incidence rates may actually be higher (Irish Times 2009). In Romania, 
no published statistics exist regarding the number of children or adults diagnosed with 
ASDs. While in Ireland there is some science-based provision for treatment, all be it 
limited (Keenan et al, 2007), in Romania there is no provision for scientifically 
validated basis of treatment, i.e., Applied Behavior Analysis (ABA) (Munteanu, 
2009). 
 
The ongoing study therefore focuses on the diagnosis process and the years after 
diagnosis.  Based on a cross-cultural mixed-methods research design, including 
detailed assessments and extensive interviews, this study uses a systems approach to 
investigate differences as well as similarities of family functioning, family needs, and 
family networks in the two jurisdictions. It explores links between the characteristics 
and behaviours of the child diagnosed with ASD and their family’s functioning in 
order to develop a family functioning profile that includes a profile of parental 
functioning, sibling functions, and extended family functioning.  
 
More than that, the resultant profile will form the basis of a family functioning 
assessment tool that can be used to help identify particularly vulnerable families and 
therefore enable professionals to respond early in order to support families holistically 
and effectively, in order to promote child-family-centred assessment and intervention 
(Dover & LeCouteur, 2007). 
 
Of course, ultimately, it would be important to study aspects of family functioning 
during the diagnosis stage across Europe, and further afield, in the United States of 
America, Asia, Africa, Australia. A global study could provide useful information for 
both parents and professionals involved in the autism field.  
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